Increasingly, surgeons are traveling from the developed to the developing world to volunteer their services. They can often make an enormous difference in the lives of patients they serve, but they must understand that these patients exist in a sociocultural matrix in which the meaning of the condition they have and the future they face are determined by a host of factors over and above the specific surgery itself. This means that programs in which teams quickly go in and out of a country must take into account and plan for longer term follow-up by colleagues within that country as well as develop and target rehabilitation services and educational messages to ensure maximum benefits from the intervention performed. This study examines the long-term implications of a short-term surgical team intervention for pediatric patients with cleft lip/cleft palate and their families in the Amazon region of Brazil.
I
ncreasingly, surgeons are traveling from the developed to the developing world to volunteer their services. They can often make an enormous difference in the lives of patients they serve, but they must understand that these patients exist in a sociocultural matrix in which the meaning of the condition they have and the future they face are determined by a host of factors over and above the specific surgery itself. This means that programs in which clinical teams quickly go in and out of a country must take into account and plan for longer term follow-up by colleagues within that country as well as develop and target rehabilitation services and educational messages to ensure maximum benefits from the intervention performed. This study examines the long-term implications of a short-term surgical team intervention for pediatric patients with cleft lip/cleft palate and their families in the Amazon region of Brazil.
BACKGROUND I
n 1996, to address craniofacial surgical needs in the Brazilian Amazon region, a Yale University Medical School team working with the international voluntary organization Interplast established a surgical site in the city of Manaus in the Middle Amazon region of Brazil. During each of two annual 2-week visits, the Yale team performs approximately 100 craniofacial surgeries. Surgical outcomes are carefully monitored by health professionals at the clinical site in collaboration with the international team.* Interplast is an international surgical program through which clinical sites are established worldwide in areas of high need. The Interplast program is one of a number of surgical programs that operate globally to deliver direct medical services to a local population and to build local capacity among physicians and other health workers. The success of these programs is generally measured in terms of how many patients are treated safely and successfully, how many colleagues are trained in up-to-date techniques, and what collaborations develop between colleagues in the interim between the visits. It is assumed that the surgical intervention itself will make an immediate and dramatic positive difference in the lives of patients.
Cleft lip with or without cleft palate is a commonly occurring congenital anomaly worldwide [1] [2] [3] [4] ; yet, in many countries, corrective surgery is not widely available to individuals living in poor urban or rural areas. From studies done in the United States and elsewhere, it is known, particularly in the case of children, that living with a long-term or chronic condition such as a craniofacial deformity has not only physical but psychological and social implications that have an impact on overall postsurgical outcomes for the patient. [5] [6] [7] [8] [9] [10] [11] [12] [13] It was hypothesized that a similar situation would be found in a developing country such as Brazil.
Manaus is a large and rapidly urbanizing commercial center located on the Middle Amazon River. The economy of the surrounding area is based on agriculture, fishing, and other extractive industries. Most of the population within the region is of mixed Amerindian, European, and African ancestry. The patient population at the Interplast site is representative of the region.
MATERIALS AND METHODS

T
he group included in the study was evenly divided between male and female patients who ranged in age from 6 to 20 years, with slightly more than half being less than 10 years of age. Of a total of 28 patients and their families interviewed, more than two thirds had both cleft lip and cleft palate anomalies; the remainder had only a cleft palate or a cleft lip. Repair of cleft lip/palate usually requires multiple surgeries. Of the 28 patients in the study, 21 had had one or more previous surgeries. These patients were able to discuss and compare the anticipated and actual results of the surgical interventions. This was the first surgery for only 7 of the patients. † In this study, we looked at the social and psychological context in which children and their families sought surgery for cleft lip/palate in Manaus; additionally, expectations after treatment were explored.
A survey instrument was developed for the study by a team that included a Yale surgeon, two medical anthropologists, and a fourth-year medical student. The survey was composed of a series of open-ended questions and also included an ethnographic component to allow for collection of traditional beliefs and practices. Interviews were translated into Portuguese and were conducted by the medical student member of the team, who was assisted by an interpreter. All responses were tape recorded for later analysis. Patients and their families who agreed to participate in the study were interviewed in the clinic before surgery. The interview elicited information on demographics (age, gender, place of residence, and family occupation), prior surgical treatment, outcomes, and how the patient had learned of the Interplast program. The interview concentrated on the social ramifications of living with cleft lip/cleft palate for the patient and the patient's family. Discussions about how the patient was treated at home, in school, and within the community; ideas about causation of the anomaly; and expectations for the future after surgery were explored and yielded significant insights. ‡ † Patient selection criteria are based on two principles: greatest patient benefit and safety. The patients who are the youngest and are able to withstand the rigors of surgery are usually addressed first. This is usually the first surgery for these patients. Patients who have already received treatment and need additional surgery follow, such as a patient with a cleft lip and palate. In these the cleft of the lip has been treated early in infancy, and the child is now referred for cleft palate surgery (both cannot usually be done safely simultaneously). Lower priority is given to patients who need revisions to previous surgeries, because the incremental benefit to the patient is less. Finally, older patients are treated last, because the length of benefit is less for these individuals. Cases in which there is little potential for improvement, for example, an unrepaired cleft palate in an adult, are usually not treated with surgery, because speech does not improve even with a repaired palate at that age. Patients with significant health risks are usually not treated at the site in Manaus but may be referred to the United States for care if logistical considerations can be resolved.
‡ Children chosen for the interviews were those who could answer the questions, often together with their families. The group was evenly divided between boys and girls. The survey itself included questions on demographics and the anticipated results of the surgery to be performed (clinical and social). Parents and children were asked what they believed caused a cleft lip/cleft palate, with the expectation that this would yield answers drawing on biomedical and traditional beliefs. A series of questions explored
RESULTS
T
he study results confirmed the hypothesis that the long-term social and psychological impacts of living with a significant craniofacial anomaly and its consequent disabilities make it unlikely that a person will adjust quickly and easily after surgery.
14 Notably, of the 28 patients and their families interviewed, only 3 did not foresee the need for future surgical or rehabilitative treatment.
Expectations After Surgery
Most of the patients were of school age, and the most frequently expressed hope was that they would be able to go to school and be able to speak well with classmates and the teachers after surgery. Improvements in speech, however, require speech therapy in addition to surgery. 15, 16 Many patients said that they planned to have speech therapy, which is offered through the clinic, after surgery. Consequently, although all patients expected a dramatic improvement in their lives after surgery, most also realized (or their parents realized) that the current surgery was one step in a continuum of treatment. Several patients mentioned that there had already been significant improvements in their lives as the result of earlier surgeries (most notably for cleft lip). All patients expressed the expectation that the currently scheduled surgery would make a dramatic difference in their lives. §
Traditional Beliefs
In many cultures, the explanation for why a specific disability occurs ("causation belief") is shared by all members of the community. This is of immediate relevance to clinicians because it may influence whether local patients choose to come in for treatment as well as define the nature and extent of the treatment sought. 17 A striking finding in the Amazon was a lack of consistent explanation concerning causation of the anomaly. Both genetic and environmental factors have been implicated in the etiology of cleft lip/palate. 1, 15, 16, [18] [19] [20] [21] Knowledge of genetics is not widespread in the Manaus region, and it is not surprising that only 3 of the 28 respondents believed that the anomaly had a genetic origin. What was surprising is that of the remaining 25 respondents, three different explanations were cited as to why the anomaly had occurred. These beliefs included concepts of contagion, personal conduct, and God's will. Most of these explanations placed blame on a parent for the child's condition. For example, one little girl was given her own set of eating utensils in her own home and not permitted to eat in other peoples' homes, because people feared that her condition was contagious. Many explanations involved the personal conduct of parents during the pregnancy. For example, many people believe a child was born with cleft lip/cleft palate because the mother looked at an animal with a split mouth while pregnant or the father cut open the mouth of a fish (to remove a fish hook) while the mother was pregnant. Finally, several people espoused a more fatalistic explanation that the anomaly was God's will for the child.
Attitudes Toward Surgical Intervention
In response to a question about whether any issue had made the families hesitate to contact the Interplast team for care, in a number of interviews, parents cited the fear of severe pain that the surgery would cause their child or adolescent. In this particular society and for many individuals, concern about immediate pain seemed to outweigh the long-term hopes about the benefits that surgery would produce. Parents, in particular, seemed to view one of their key roles as preventing or protecting their child from pain. As a traditional practice, this may have real value in most situations, but it does present a conflict when parents must weigh the short-term prospects of painful surgery against the long-term benefits that such surgery would yield.
Outreach Efforts
Finally, to help identify who might be missed by the outreach efforts associated with this semiannual clinic, individuals were asked how they had learned about the Interplast program. Respondents cited a variety of media, including television, radio, word of mouth from friends, contact with the clinic, and information from local community leaders. Clearly, information about the program is being successfully problems the patient had encountered in the family and at school or work as a result of the anomaly. Patients or their family were asked about their expectations for the outcome of the surgery and future plans for care. Finally, patients or their family were asked how they had heard of the Interplast program and why they had decided to come in for surgery. Interviews were transcribed and analyzed using theme content analysis. Response patterns were identified and analyzed across the demographic variables to identify correlations.
§ Many children did not really understand that they would need a great deal of speech therapy and that surgery alone would not make a great deal of difference in their lives. This was particularly true among older children coming in for surgery for cleft palate. These children desperately wanted surgery and believed that their lives would improve significantly immediate after surgery. disseminated through a variety of media. Many people living in rural areas outside the city of Manaus have significantly less access to media, however. It seems apparent that a significant portion of the local population outside the city of Manaus itself either is not being reached by current outreach efforts or is financially or logistically unable to come into the metropolitan area for surgical care. Of those who were interviewed for the study, most came from Manaus. Only four patients came from outside the urban area, and for each of these patients, it was the first surgery. These individuals had relied on friends and family to support their travel and to provide a place to stay while in Manaus.
DISCUSSION
T he results of this study point to four areas that should be addressed in education and outreach in support of programs such as Interplast. The first concerns anticipated outcome for the procedure being undertaken. In the case of patients with cleft lip/cleft palate in Amazonian Brazil, improvement in the ability to speak is the single most important anticipated outcome for patients and their families.
Improved speech is viewed as essential for bettering the patient's ability to perform in school and to obtain satisfying work. This finding holds true across differences of gender, age, and urban/rural residence.
Consonant with the focus on improved speech was an appreciation of the importance of speech therapy after surgery. 22, 23 Patients and their families understood that correction of the anomaly and associated disabilities required not only multiple surgeries but therapy, particularly speech therapy. This finding underscores the importance of the multidisciplinary clinical team and, in particular, the need to provide speech therapy for patients.
In response to inquiries about traditional beliefs concerning cleft lip/cleft palate in this particular population, it was found that patients, families, and the general population hold a variety of beliefs rather than one common belief about the causes of cleft lip/palate. Aside from those who understand that this is an inherited anomaly, most of the beliefs share the idea of fixing blame for the condition on the behavior of one or both parents. These responses suggest that there should be a strong and clear health education message passed along by the visiting surgeons and the locally based team that includes an explanation of the causes of the anomaly. This might help to improve the way in which individuals born with cleft lip/palate (and their parents) are treated within their communities and families. Education about the causes of cleft lip/palate should be part of patient education and also be part of outreach to the community. This study suggests that with better community understanding, social attitudes toward the affected individual may improve.
Providing a "scientific" explanation does not necessarily eliminate the traditional belief, however, because there is also a possibility that traditional beliefs will continue, even while the population begins to accept a biomedical explanation. In such cases, the daily lives of individuals with anomalies such as cleft lip/cleft palate may not be substantially improved. 17 An additional incentive for providing scientific explanations for why such conditions occur is that traditional parental blame or fatalistic "causation beliefs" may inhibit some parents from coming forward to ask for help for their children. Patient recruitment may be improved through health education concerning causation of cleft lip/palate, because more parents may be encouraged to bring their child in for care.
Another finding of significance was that attitudes toward clinical interventions were more complex than would be the case in a developed nation, where sophisticated multistage surgical interventions are already familiar to the general public. This study found that fear of causing a child pain is the most significant barrier to use of services. Evidence of this struggle between short-and long-term benefits was reflected in the fact that the patient had been brought in for surgery or had come in for surgery despite resistance from family members in several cases. This finding suggests that messages designed to disseminate information about surgical interventions should address concerns about immediate and long-term effects of surgery and other clinical interventions.
Such outreach efforts must address the issue of pain in a realistic manner, and clinicians must be aware of the need to discuss the fear of pain with parents, particularly parents of young children. It is hoped that by addressing fear of pain in messages to the public and in discussions with parents, children who might otherwise not be brought in for treatment will receive the surgery that they need.
Of the 28 patients interviewed, 20 had both a cleft lip and palate. Of these 20, 19 specifically mentioned their desire for improved speech after the currently scheduled surgery. Although 11 of the 20 also mentioned improved appearance, only 1 patient mentioned only her concern for improved appearance. Furthermore, 10 of the 20 patients mentioned plans for future surgery. Of these, 7 stressed improved speech as the most desired improvement first, whereas 3 were most concerned about their improving appearance first.
Knowledge about the program did not alone ensure attendance. Most patients served (86%) were from Manaus, and it is possible that difficulties in obtaining transportation from rural areas as well as the logistics and costs of staying in Manaus prevented more individuals from coming for care from the outlying region. The study was limited in its ability to determine who among the potential patients (all children and adolescents with cleft lip/palate in the greater Manaus region) decided not to seek treatment and why; however, such questions are important to ask in programs such as this. Surgical teams that go into remote regions of the developing world for only a short period must work closely with local professionals to ensure that knowledge of their services reaches all members of the surrounding region. Local professionals should, in turn, ascertain that support systems are in place to allow those who must travel some distance to the site access to the services.
CONCLUSIONS T
he rural and urban populations of Manaus and the surrounding region are representative of most Brazilians and, in many ways, live lives similar to those of most people in the developing world. The findings of this study are likely to be broadly applicable to populations in other regions and useful to surgical programs similar to Interplast.
Although this study captures a moment in time for the population of Manaus, it should be recognized that processes occurring worldwide such as rapid urbanization with its concomitant shifts in work opportunities, loss of family and community, and modernizing influences such as exposure to media (particularly television, with its imagery of idealized humans) will exacerbate challenges faced by individuals with congenital anomalies.
All this underscores the importance of understanding the belief systems of family and community and the psychological and social status of the child as well as the outcomes envisioned by patients and their families as a result of surgery. Growing numbers of international clinical exchange programs combined with the increasing ease of global travel and a real interest on the part of many clinicians to share their skills and training with colleagues and needy individuals in less developed countries mean that many health care professionals will participate in programs similar to Interplast in the coming years. The contributions they make have the potential to be enormously significant; however, they must understand that the patients they serve exist in a sociocultural matrix in which the meaning of the condition they have and the future they face are determined by a host of factors over and above the specific surgery itself.
